Differences in care received by patients with and without dementia who died during acute hospital admission: a retrospective case note study SIR-Dementia is a malignant and ultimately fatal condition, yet may not be viewed as such [1] . One-third of patients aged between 75 and 84 years with Mini Mental State Examination (MMSE) [2] scores of 19-23 will die within a year [3] . The acute admission of a person with dementia to the general hospital setting increases mortality even further and over half of patients with moderately severe dementia (MMSE cutoff 17/18) admitted with hip fracture or pneumonia will die within 6 months [4] . The incidence of dementia from all causes increases with age, the number of older people is increasing and therefore more patients with dementia will be admitted to, and die on, acute hospital wards. Little is known about the experience of dying dementia patients in the acute hospital setting, although a recent Royal Commission report suggested that they receive sub-optimal care [5] and their religious and spiritual needs are neglected [6] .
The aim of this study was to retrospectively examine the care received by dying patients with and without dementia on acute medical wards and to identify differences between them. Our hypothesis was that patients who were documented in their medical notes as having dementia would receive similar end-of-life care to those who were not.
Patients and methods
We examined the case notes of patients aged 70 or over who died whilst an inpatient on an acute medical ward from 1 April 2002 to 31 March 2003. One hundred and fifty sets of notes were selected by hospital numbers (using random number tables). Of these, 122 sets of notes were available and used for the study. Dementia caseness was defined as having a formal diagnosis of dementia (of any type) written in the medical notes. From the notes, we collected demographic information including age at death, gender, type and severity of dementia and religious faith. Abbreviated Mental Test Scores (AMTS) [7] or MMSE scores were noted if they had been performed at any time during admission. We documented the use of painful invasive procedures such as arterial blood sampling and urinary catheterisation using a checklist developed by Morrison et al. [8] .
End-of-life care was assessed using items from the Liverpool Care Pathway for the Dying Patient [9] ; this includes diagnosing that the patient is dying, limiting unnecessary procedures and interventions, and prescribing appropriate palliative medications. It specifically notes the prescription of medications for certain indications such as pain, nausea, vomiting and excessive respiratory secretions. We also noted whether patients were referred to the palliative care team and whether there was any indication that the patients' spiritual needs were assessed by any member of hospital staff during the admission.
Statistical analysis was performed using SPSS (version 11.0). The relationship between dementia status and dichotomous variables was investigated using Fisher's exact test. The Mann-Whitney U test was used for continuous variables. The study was approved by the hospital ethics committee.
Results
Of the 122 patients with available notes, 35 (28%) had a diagnosis of 'dementia' documented, 65 (53%) were described as cognitively intact and 22 (18%) had no mention of the patient's cognitive status. Further analysis was conducted on the 100 sets of notes where cognitive status was documented.
There were no significant differences in terms of age, gender and length of hospital admission between patients with and without dementia. Of the patients whose dementia status was documented in the notes, 44 (44%) had an AMTS performed during their admission and three patients (3%) had an MMSE. Patients with dementia had significantly lower AMTS scores. Of the 35 patients noted as having dementia, nine (26%) had Alzheimer's disease, 10 (29%) vascular dementia, 1 (2%) Lewy body disease and 15 (43%) had no specific diagnosis made. Significantly fewer patients who were documented as having dementia had any mention of their religious faith (40 versus 63%; P = 0.023) ( Table 1) . Regarding medical management (Table 2) , significantly fewer patients who were recorded as having dementia had a central line inserted (3% with dementia versus 20% without dementia). Two patients with dementia received mechanical ventilation. The measurement of blood gases was more frequent among patients who were documented as having dementia (80 versus 58%; P = 0.024) as was the use of urinary catheters (77 versus 57%; P = 0.035) and nasogastric tubes (40 versus 23%; P = 0.062). Discussions regarding resuscitation status and limiting procedures (amongst professionals and with family members) occurred with equal frequency in both patient groups. However, referral to palliative care and the prescription of palliative medications was significantly less frequent in patients who were documented as having dementia. Only three patients (3% of the total cohort) had any assessment of their spiritual needs prior to their death documented.
Discussion
Our results suggest that patients who are noted to have dementia may be receiving different end-of-life care to those who are cognitively intact. Although some of this may be related to associated physical problems-incontinence and dysphagia are common in end-stage dementia [10]-other differences are more difficult to explain.
The diagnosis of imminent death, documentation of resuscitation status and discussions regarding limiting medical procedures occurred with similar frequency in both groups. Although there is some evidence that invasive procedures were limited in patients with dementia, i.e. less use of mechanical ventilation and central lines, and therefore that the poor prognosis of patients with dementia was realised to a degree, this did not appear to influence other aspects of the quality of end-of-life care. It was interesting that significantly more patients documented as having dementia had blood gases measured. This may have occurred because these patients are more vulnerable to developing pneumonia secondary to aspiration or malnutrition [11] . Patients with documented dementia received significantly fewer referrals to specialist palliative care and less palliative medication. This may occur because there are no validated prognostic indicators for patients with end-stage dementia who are suffering from acute physical illness [12] [13] [14] . Dementia does not appear to be viewed as a 'terminal' disease by carers [1] nor health professionals [15] . This is despite the facts that the mortality risk ratio of mild/moderate dementia is 3.61 compared to 2.01 for neoplastic disease [15] , and in older women, dementia carries a relative risk of death greater than that of carcinoma of the gastrointestinal tract [16] . Although there are worthy calls to increase palliative care provision in dementia [17] , any development would be based upon a very limited evidence base; a recent systematic review [18] found only one randomised controlled trial.
A large part of good end-of-life care is control of pain; however, pain is poorly managed in patients with dementia. Cognitively impaired patients with fractured neck of femur are prescribed only one-third of the analgesia compared with cognitively intact controls [19] . Untreated pain and discomfort causes unnecessary suffering and behavioural problems. The latter may in turn lead to the inappropriate use of neuroleptic medication and may engender negative attitudes towards patients with dementia from staff [20] [21] [22] .
Our results indicate that the recording of patients' cognitive function during admission was inadequate and this is in keeping with previous studies [21, 22] . The admission of an acutely unwell person with dementia to hospital is a critical event. In a recent study, 53% of patients with severe dementia admitted with hip fracture or pneumonia died within 6 months [2] . Thus, it is a vital part of management that cognitive function is recorded.
Very few patients had their spiritual needs assessed or addressed while they were dying, and it was of note that fewer patients with dementia had information documented regarding their religious beliefs. They may be unable to give details regarding their faith [23] , and this should be actively sought from relatives or carers on admission.
The methodology used for this study (retrospective case note review) may have lead to some bias, as it relies on the quality of documentation in patient case notes. We have no reason to believe that the quality of note keeping may be different if a patient has dementia. The quality of end-of-life care was not rated blind to the presence or absence of dementia. However, evidence of care, decided a priori on the factors described in the methods section, was either written in the notes or absent. Dementia is under-diagnosed in patients admitted to the acute hospital sector, and some of those in our non-dementia group could well have been 'missed' cases. However, our intention was to investigate whether the perception that a patient has 'dementia' influences the end-of-life care that they receive. Standard 2 of the English National Service Framework for Older People supports the use of better quality end-of-life care for older people, noting that 'many older people and their carers have also found that palliative care services have not been available to them' [24] . This study illustrates that patients who die with dementia in the acute hospital sector, have poor access to palliative care and that research in to service provision is urgently needed to remedy this situation.
Key points
• There is increasing awareness of the need to provide good quality palliative care to older people, but those with dementia have particular difficulty in accessing services.
• Older people, who died whilst admitted to acute hospital wards and who were documented in their medical notes as having dementia, received significantly fewer palliative medications or referrals to palliative care teams prior to death.
• In those patients where dementia was noted, there was less attention to spiritual needs and religious background. 
